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ABSTRACT
Every family culture is ruled by unspoken codes. Throughout the
short ﬁlm Lode’s Code, Marieke Vandecasteele (the ﬁrst author)
searches for these codes within her own family in a visual-
ethnographic way. In traditional research, families with a family
member with a disability are often pinned down to individual
categories linked with linear explanations. Vandecasteele’s search
for the code of her brother Lode and for her own position in the
parental nest—with leaving home as a red thread—resulted in a
hybrid animated documentary where subjective experiences prevail
over the search for explanations. It shows how layered codes intra-
act in the family machine and can (be) move(d). This paper focuses
on the rhizomatic process of making the ﬁlm. How were the keys
to Vandecasteele’s family code shaped and what was the role of
animation ﬁlm as a medium? An in-depth discussion shows how
poetic research of this kind oﬀers opportunities within the
interdisciplinary research domain of Disability Studies to let the
complexity inherent to a family with a member with a disability
emerge in all its richness and multilayeredness.
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I never do a painting as a work of art. All of them are researches.
Pablo Picasso (cited in Leavy 2015, 224)
“Who are you?” And so the short ﬁlm Lode’s Code1 begins. I (ﬁrst author) ask my eldest
brother, Lode. He circles around the question. My ﬁrst failed shot, I thought at the time. But
it made me reﬂect. Can we indeed tell who we are? Who am I? How would I describe
myself? I studied special needs education, followed by animation ﬁlm. I am white, I am
Flemish. I am a sister. I am a daughter. I am a woman. I am the youngest in my family
and I am also a researcher in Disability Studies. These are only a few of the myriad of identities
that I wear, sometimes more, sometimes less. From these diﬀerent positions I would like to tell
you something about the “making-of” of my ﬁlm, Lode’s Code. This ﬁlm is about my relation-
ship with my brother Lode and my parental family. In this paper I frame the making of as a
rhizomatic/disruptive family study in the interdisciplinary research domain of Disability Studies
that searches for what it means to be human, or rather, to become human.
© 2019 Critical Arts
CONTACT Marieke Vandecasteele marieke.vandecasteele@ugent.be
1Link to the ﬁlm Lode’s Code: https://vimeo.com/197209791 in Flemish, with English subtitles, 12 mins. To get access, please
email marieke.vandecasteele@ugent.be
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The rhizome as a concept traces back to natural sciences, where it refers to a rootstock
sending out roots and shoots that may give rise to new plants. A rhizome refuses to be
conﬁned and does not grow hierarchically. Rhizomatic thinking is a way of thought that
does not search for roots, for the static meanings that we have become used to in
Western sciences. Rather, it emphasises the changing, permanently becoming reality
(Deleuze and Guattari 1998). A rhizome searches for connection and heterogeneity:
“Any point of a rhizome can be connected to anything other and must be” (Deleuze
and Guattari 1987, 7). A rhizome is neither searching for nor originating from a ﬁxed
point (Goodley 2007; Allan 2008). It is somewhere in between. A rhizome does not
know a beginning or an end (Lawlor 1998, 27). A rhizome can simultaneously break
open and close. A rhizome is always in a process of “becoming”, i.e. movement. “You
can never get rid of ants because they form an animal rhizome that can rebound time
and again after most of it has been destroyed” (Deleuze and Guattari 1987, 9). This
concept allows me to let my own journey move like a rhizome, rather than lock it up.
I started making the ﬁlm Lode’s Code shortly after graduating and the ﬁrst steps of living
together with my partner. The ﬁlm is an auto-ethnographic portrait. Using family footage
(my father’s super 8 home videos, drawings and photos from our childhood … ) collected
over four years, I have made an animation-documentary where I show my relationship
with my oldest brother Lode and my search into my own position within the family
nest. The ﬁlm circles around a point in my life when I am about to leave and take up
my own life in a diﬀerent home. Can I go? Or will I stay? What will happen when my
brother and I are grown up? I come from a really close family; from a machine in Deleuzian
terms, that might be over-coded now and then. Deleuze refers in his book Rhizome to a
machine without organs, a machine of war, a machine of desire, an abstract machine… In
contrast to what the termmight suggest, Deleuze does not view his machine as something
static: not as a linear computer that can only read in 0 and 1 digits, but as something that
ﬂows from one long stream of codes to another. Mechanical connections that are insepar-
able from other machines and which are connected now and then through breaking
points to prevent the machine from being over-coded and guarantee its ongoing move-
ment. “A machine may be deﬁned as a system of interruptions or breaks” (Deleuze and
Guattari 1987, 31). The word code is often used as a synonym for values and norms that
are quite established in my family. Everything should remain as it is, as much as possible.
My departure from the parental nest feels like a disturbing transmitter, a “dis/interruption”,
in an over-coded machine. It has made the deeply rooted codes turn. It has set the family
machine in motion. I can no longer take up the same roles as we were used to. By making
the ﬁlm, I became a researcher in my own family. How have I experienced growing up as a
sister in a family that slightly deviates from the norm? What norms live in my family and
which ones have I internalised? Or are these questions too rational-analytical? Is it possible
to unravel the family machine?
There is an increasing focus on family-focused work in service delivery to people with a
disability (Rosenbaum et al. 1998; Dunst, Trivette, and Hamby 2007). Family-focused prac-
tices turn out not to be self-explanatory. Are “disabled” family worlds that far apart? Within
Disability Studies, there is a body of academic literature about families of people with a(n)
(intellectual) disability, but even here, literature is often over-coded in set structures. The
concept of “disability”, for instance, is predominantly approached from an individualistic,
linear, medical model (Fisher and Goodley 2007; Goodley 2007; Goodley and Runswick-
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Cole 2012). It discusses “the family burden”, family stress, and coping abilities. Families of
people with disabilities are also subject to categorisation, and easily labelled as partial
causes of the disabilities. Even though the “refrigerator mother” theory around people
diagnosed with autism has long been superseded, stigma is still casting shadows over
(psychologically or other) vulnerable families. In contact with support services, many
families feel they are failing in their duties as mother/father/brother/sister/etc. (Farrugia
2009).
Time has come to explore “family machines” from within. I am cautious, though, not to
end up overcoding my family. Is it even possible to talk about this constellation of people
and their practices without losing sight of the complexity? Being a researcher who chooses
to do participatory research with people in vulnerable positions requires a strongly ethical
attitude, which translates into speciﬁc methodological pathways. I embrace research that
is conscious of power relations, that tries to adjust to the language(s) of participants, and
which accepts an open ending where the researcher is guided by the encounters with par-
ticipants. Along these lines, De Schauwer and Van Hove (2010) as well as Vandekinderen,
Roets, and Van Hove (2014) describe the participatory process as a “messy struggle”, as a
never-ending learning process that originates from listening to people’s stories. It is
necessary as a researcher to provide insights and justify the multiple positions to avoid
falling into a narcissistic trap (De Schauwer and Van Hove 2010). Participatory research
cannot be conﬁned in the words of a handbook; the researcher starts the journey from
a relationship and intuition. In Rinaldi’s (2006, 184) terms, we engaged in dialogue, enter-
ing a “process of transformation where you lose absolutely the possibility of controlling
the ﬁnal result”. It is a movement of intra-actively becoming within the emergent commu-
nity we are collectively producing (Barad 2007).
Searching for my own auto-ethnographic voice, I stumbled on the idea that “my voice”
might not be unambiguous. Lisa Mazzei (2016) talks about “distributed voices”, a voice as a
compound story of multiple voices emerging simultaneously:
If in post-humanism, agency is distributed in a way that refuses the vestiges of a knowing
humanist subject, then voice too must be thought as distributed […] to think voice as a
process of couplings and connections, as a process of diﬀerentiation in a shift away from
the ontological unit of the individual to the forces at work producing voice as an entangle-
ment. (Mazzei 2016, 153)
Throughout my work as a documentary ﬁlmmaker/researcher, I strongly share this ethics
of looking for an entangled “distributed voice”, voices that live in the culture that is
studied.
My ﬁlm started from my eldest brother Lode’s symbols. These opened a whole new
world for me ranging far beyond the literal meanings of the words. They brought me to
poetic inquiry, that gave me the opportunity to search without ever getting settled.
Leavy (2015) pleads for a bridge between arts and sciences. Increasingly often researchers
are drawn to the particularity of artistic processes and put them to use in academic
research (Barone and Eisner 2012; McNiﬀ 2013). The ﬁelds “arts” and “sciences” seem to
get closer and even share some common ground: “Art projects are presented as (a kind
of) ethnographic research and ethnographic research is presented as (a kind of) art”
(Rutten, van Dienderen, and Soetaert 2013, 461). Researchers share the concern but also
the interest to represent/portray the relationship between “the self” and “the other”
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(Rutten, van Dienderen, and Soetaert 2013; Schneider and Wright 2013). We see, in a glo-
balised world, contemporary artists fall back on traditional ethnographic methods to
shape their work (Schneider and Pasqualino 2014). Fieldwork, diving in anthropological
artefacts and archives etc. are just a few of the many ways that contemporary artists
use to uncover the connection between themselves and the other (Rutten, van Dienderen,
and Soetaert 2013). Anthropologists, too, have left their own little box, and embrace the
free, “embodied” and “holistic” style of artists, and so the ﬁeld of visual ethnograpy has
developed (Pink 2009). Both ﬁelds carry the potential to zoom in on patterns and pro-
cesses without reducing the layeredness reality to univocal meanings (Schneider and Pas-
qualino 2014). It is from this hybrid position of ﬁlmmaker and human scientist in Disability
Studies that I wish to describe my work process in this paper.
Searching for thé code?
My brother Lode’s way of thinking has fascinated me since my childhood. “What is it pre-
cisely, that your brother has?” is a question that I often get as a sister. I have always been
intrigued by Lode’s code language. He invents his own words. He loves rhyme and allitera-
tion. With his own language, he creates a second world: our mother came to be the Witch
of All Times and I am for him the Little Witch. Our father is the Husband of the Witch and our
brother Anatoon the Grumbler. Lode’s Code. Lode’s laws. It creates the impression that the
ﬁlm aimed to decypher, unravel, break my brother’s codes. What was I thinking when I
came up with this title? Searching for the keys to enter his mind?
Soon I stumbled on ethical borders. Often I did not succeed to ﬁlm my family. I experi-
enced an overwhelming resistance to get the camera out. I have never known how aware
Lode was of the fact that I was ﬁlming him. Has he ever felt the desire to have his life por-
trayed by me? Was I not chasing my own desire instead? Or my parents’ desire? As his
sister, I found myself in the position of being in a relationship of trust, which made it legit-
imate for me and my camera to get really close to Lode. Any other researcher/ﬁlmmaker
would be looked at with suspicion or would never have been given the chance to seek out
the intimacy and vulnerability of our family with a lense. Am I not abusing my position as a
sister?
It is then that I came to ask myself a potentially more interesting question: why did I
want to tell exactly this story? What was pulling me to make a portrait of Lode? Is the
ﬁlm itself my way of dealing with the uncontrollable, my creation of reality? The more I
attempt to unravel this question, the more I notice that I cannot hide my own position
as a sister. I do not wish to get stranded in a colonising, dualising attitude where I describe
from my position as “non-disabled” sister my brother’s “disability”, where I write from my
position as a sister about my family as if I am ostensibly not part of it. Do I even have the
right to talk about my brother as a researcher? Rather than to decypher and explain the
code, I became more intrigued to zoom in on how everyone in my family is using
Lode’s Code as a way of dealing with uncontrollable.
Rhizomatic codes
Making this ﬁlm was for me simply an experiment: as a rhizomatic family machine with
multiple entries. There is not a singular message. A temporary, fragmented securing of
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a whole. Its contents change depending on the entry you choose. If you pick a diﬀerent
path, diﬀerent things happen (Deleuze and Guattari 1998). First entry: “The Witches”.
(Figures 1 and 2)
The witches
Calling someone a witch might sound abusive to some, but does not carry that feeling in
my family. I have never really thought about how this came to be, and whether these
names carry any speciﬁc meaning. My two brothers and I grew up listening to fairy
tales. On the road during holidays, my father used to play audio books and we could
listen to the stories for hours and hours. I cannot remember when exactly Lode started
calling me a witch. As far as my memories go back, I was playing the Little Witch named
Kadara Loetje for him. Witches are, for him, mischievous but not inherently evil, his
friends, his allies. The witches brought food on the table and were always present for
the son of the witch.
Anthropologist Marita de Sterck (2015) delved into uncensored forms of well-known
fairy tales. These versions are far from romantic. They are teeming with horror and
Figure 2. Lode’s Code excerpt [05:18–05:37].
Figure 1. Cover of short ﬁlm Lode’s Code.
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confront us with guilt, shame, and taboo. These raw stories are hypothesised to serve the
goal of teaching readers how to deal with reality, which is not always beautiful. Stories
about “growing up” are abundant and might give me a framework to situate Lode’s
fairy tale world. Are Lode’s witch names for my mother and me ways for him to deal
with our sometimes unpredictable behaviour? My brother Lode ﬁnds it diﬃcult to get
his head around time and space, and relies heavily on his closest environment. This
makes him extremely dependent on us. The “fact” that my mother and I are witches
covers us to get away with many things that do not stroke with his expectations. He
might be better able to frame those unexpected practices and moments as us being
naughty and teasing him.
“You are the Little Witch” my father thoughtfully writes in black ink. Reﬂecting on this
name, I have been walking in the footsteps of my mother the Great Witch of All Times. As
her daughter, I have taken up up the role of protector of my eldest brother. I carry a sense
of responsibility to be present for him andmy family. Without realising, I have put myself in
a position of power as well, out of which it is easy to mother my brothers and parents (and
possibly excessively). Lode has fascinatingly drawn my attention to my role through his
name giving.
The one-hundred-year-old tree
The ﬁlm starts with the birth of my brother. I did not exist yet. A mysterious event, the birth
of a child. I have chosen to connect the birth with the mythical nature of the forest. A forest
with a one-hundred-year-old tree. My mother and Lode often play theatre, partly because
this is Lode’s favourite way of communicating. Lode tells my mother that he has chosen
her. He has come to get her out of her one-hundred-year-old tree. Before that, she used
to live in a fairy tale’s forest of the witches. Madame Witch did not want to leave her
book. She was living a good life in the one-hundred-year-old tree, but the son of the
witch could not resist teasing her out of her tree.
The one-hundred-year-old tree in the ﬁlm is quite static and cumbersome, yet also
powerful and resilient, airy and vivacious. I associate the tree with the spine of Madame
Witch. “As a mother, you are the spine of the family. Without a mother, the family collapses
like a house of cards.” These are sentences that my mother repeatedly shares. During the
editing process, I assembled my mother’s childbirth story and my brother’s fantasy games
as interwoven storylines. I noticed a striking resonance between my mother’s and my
brother’s sitting still. When my mother was sharing her story of giving birth to my
brother, she said he refused to come. Lode wanted to stay in the belly of “Madame
Witch”, just like the witch who wanted to stay in her tree.
Browsing through footage in my archives, I came across a camera image of an old tree
captured by my father. Trees have always been meaningful in our family. My father used to
be really upset if people chopped down a tree without any reason, so it might be not so
coincidental that I encountered various images of trees in his materials. With his camera
my father attempted to eternalise their being. I decided to stop Super 8mm camera
footage of moving branches and use the still as a pattern throughout my ﬁlm. The
warm-coloured image of the branches is a bit blurred, matching the muﬄed, dim atmos-
phere of a birth. A jungle-like texture, criss-crossing lines. It reminds me of blood vessels,
veins, the ﬂower dress of my pregnant mother. It feels like a safety net, the sheltering
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submerged world of a womb, yet also a web in which you can get caught, trapped, ﬁxated.
Being rooted can refer to the safety and clarity that people need, but it also harbours a
dangerous catch. “People who are too deeply rooted risk to get stuck in a small world
of their own, not open to the wider world and with any kind of desire turned oﬀ. Desire
surfaces upon exploring the unknown, the alien” (Claes 2014, 287).
This is my house, you know, this is our house2
The tree and the house belong together. Looking back on my own work process and the
resulting ﬁlm, I am struck by the dominant position that my parental home has received
in the ﬁlm. The house of the family “Vandecasteele” (translated: “From the castle”) is a
giant solid block that cannot be knocked down, like a castle providing protection
(Figure 3).
My brothers and I grew up in a house full of rooms, and Lode has always felt the urge
to walk from one room to the other. He needs space to move. Often he butterﬂies
around at night. Every house has its own scent and its own sounds. Creaking wooden
ﬂoors sound like home to me. I do not intend to be melancholic, but a parental
house is irreplaceable. I do not think this is speciﬁcally characteristic of families with
a member with a disability, although for my brother Lode his house (with everyone
in and around it) is even more important. It gives him something to grasp hold of.
His father, his mother, his brother, his sister, his dogs, his cat. They provide him with
a foundation of safety. His territory. “I am happy you are here, I am happy that your
brother is coming”, my mother tells me in the beginning of the ﬁlm. Our family
system is built around every member being able to count on one another. This
makes everything more predictable. “We are the ones who actually understand him
best, I believe. Lode would want everyone to stay with us.” It is a warm nest that you
cannot leave just like that. The unspoken hope resides that Lode can stay and live in
his house forever. I must also add, however, that my drawings, apart from the feeling
of safety, reﬂect something dark, something that can imprison you unnoticeably. You
can walk from one room to another, but you cannot get out of the house. What if
(when) the time comes to leave the safe fortress?
Explosion of the (overcoded?) machine
“I have been looking for an answer for 28 years already, Marieke”, is my mother’s ﬁrst
response to my question what Lode’s Code means to her. As far as I can remember, we,
in the parental family, have practised to search for answers around the care of my
brother Lode. As described above, I embody this question in my role as little protection
witch. “Join me in my machine”, I told my brother as a little girl. This is a memory of a
time that I was living closest to Lode’s world. When I was around six years old we loved
to play, like many children, “mummy and daddy”, and enjoyed it. I was mummy and
Lode, my brother, was my husband. Our dolls and teddy bears were our children. Lode
would climb in my bed on Sunday mornings, and we would fantasise about our bed trans-
forming into a fancy car. From very early on, Lode has been fascinated by cars, and it is one
2Lode’s Code excerpt [05:53–07:01].
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of his favourite conversation topics. He remembers everyone’s cars: the cars they are
driving now and the cars they drove before. It hurts him when people dispose of their
car. Everything was possible in our imagination. We hit the road in our old rusted Volvo
that once belonged to our uncle, and which we magically brought to life again. It was a
quest for vanished things. We would repair or retrace anything that was broken or lost.
Within our family we try to keep the protection code safe. We try to keep the old cars.
Every crack or crease we try to eliminate. Sometimes, however, we ﬁnd ourselves in situ-
ations where cracks cannot be avoided. For me, one of those cracks is growing up and
leaving the nest. My parents regularly tell my brother and me how much they enjoy us
coming home, and that our presence relieves them from the weight of the care of
Lode. In my storyboard I wrote my mother’s voice in red letters. The red colour reminds
me of passion, emotion, energy, and of a desire for warmth and status quo, keeping every-
thing how it once was.
The importance of that safe, warm nest of the family sharply contrasts with the medical
and pedagogical (and speciﬁcally with a focus on disability) worlds that my parents have
come to know intimately through Lode. My mother has always experienced these worlds
as cold and clean. At the start of the ﬁlm project, I returned, with Lode, to the department
of genetics of the hospital that passed Lode’s “verdict” (that is, the diagnosis). Long white
hallways full of white coated people. The medical expert’s language badly mismatching
the language of our own family. The doctors cutting the umbilical cord: “And then the
doctor said, now he needs to get out! […] They constantly took him away from me.”
The blood tie that cannot be cut just like that. The sharp, ripping sound of scissors. It
hurts. Years later I feel the same fear of professional support returning. What will
happen to Lode when my parents are gone? What role do I take up then? What role
can be taken up by professional support services? In our family, a strong logic rules,
namely “Lode can join us, we will assure that Lode’s environment accomodates for his
needs”, but can this logic survive? The current family machine allows for only limited
Figure 3. Lode’s Code excerpt [05:39–06:52].
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change, covering us like a glass bell that makes time stand still. In the ﬁlm, the glass
explodes. The old structure breaks and is scattered all over.
The explosion is followed by a train journey through snow-covered landscapes. Snow
has the power to create a pause in habits and normality. It portrays a feeling of emptiness,
a searching for a path of one’s own. A searching without knowing. I have come to realise,
during the writing of this paper, that many of the images I have chosen in the ﬁlm feature
snow in one way or another. My mother’s gaze wrapped up in a scarf on the ice. My
father’s scratching pen on the snow-white paper. My brother Lode’s walking cycle
against a loosely woven white backdrop. The picture of my mother, standing as a
statue in the snow with her pregnant belly housing my brother Lode. The snow-
covered ﬁelds revealed through the train window. The train journey can be seen as a
liminal fase of what Van Gennep (1909) called a rite de passage. Liminal means an in-
between moment. A moment of transition. A phase that causes uncertainty but simul-
taneously opens up a myriad of possibilities (Turner 1969). I am no longer in the parental
house, but I have not completely arrived yet at a new place. I am, we are, on a line of ﬂight
(Deleuze and Guattari 1987).
The cracked structure is not lethal. On the contrary. The scraps can be picked up and
glued together, yet somewhat more loosely. It allows for more freedom of movement.
Me being the little sister playing “mummy and daddy” with Lode cannot be a never-
ending story. The line of ﬂight makes a diﬀerent course possible. This is how I wanted
my ﬁlm to end, in ﬂight modus (Figure 4).
Family machine through a camera lens
By making this ﬁlm I became a bricoleur. Lévi Strauss (1962) introduces the concept of bri-
colage in his book La Pensée sauvage, in which he discusses the action of assembling of the
diﬀerent materials that the bricoleur ﬁnds in the moment. A bricoleur does not plan any-
thing; he discovers. The materials come to him. Out of something old he creates some-
thing new: a whole that does not close down, but keeps openings for contradictions.
Weinstein and Weinstein (1991, 161; paraphrased in Yardley 2008) describe a bricolage as:
“an emergent construction” that: reconﬁgures itself, adding new methodological tools, new
forms of representation and interpretation, in response to the unpredictable and unforeseeable
needs of an ever changing research environment. This extended methodological framework
provides the researcher with the opportunity to explore a more open, expansive terrain, to
interpret and reinterpret data across the diﬀerent textual and visual forms. (Yardley 2008, 13)
Approaching animation ﬁlm as research emphasises that I, as a bricoleur, continuously
re-interpret and re-create reality. I was not prepared to work with a traditional voiceover
with which I would describe my view on the world, as that would be too abrupt a con-
trast with the unspoken within our family. I sought for a way to tell something by not
telling it. It was a circular, time-consuming, dialogical process, driven by the desire to
create something and the need for an overview of the essential ingredients. The
many versions I created are a reﬂection of the constant search for balance in the
amount of information I wished to/could disclose, and how to phrase what I chose to
convey. Heavy cutting was necessary to hit the notes that sounded through in a strongly
participatory work process. The ﬁlm evolved into a collaborative family portrait with a
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role for every family member, all contributing to a dialogue about the content of the ﬁlm.
We set the family machine in motion. My camera pushed me to pose questions to my
parents that I would never have dared to ask without a camera. My mother conﬁded
thoughts and feelings to the camera that she normally would never discuss with me,
her daughter.
I found myself in a pool of ethical choices, as real life ﬁlming felt deeply intrusive to me.
Animation ﬁlm oﬀered a way to portray life and lived experience in a ﬁgurative manner,
enabling me to choose more consciously what to show and what not to show. In particular,
I have used only very few raw images of my brother Lode. Instead I delved into my sub-
jective experience of Lode and the relationship with my family. Lode speaks to me with his
body butterﬂying through the house, which is why I chose to translate his body move-
ments into ink. The abstraction of his body with black ink made his very own manner
of moving around stand out even more. I discovered a rhythm in his strolls, which I com-
bined with an audio-layer of footsteps on the creaking wooden ﬂoor and tinkling keys. His
walks from one place to another without really knowing whereto touchedme. I recognised
a deeply universal aspect of being human. The human search for potential meanings in
our existence.
My mother’s voice, my father’s handwriting, my brother’s music, and Lode’s movements
and voice: the materials I gathered from these diverse media (sound, image, written text,
speaking voice) smoothly gave way to shape the distributed voices with diﬀerent layers
constant shaping each other. The voice of my mother sets the ﬁlm’s timbre and its slow
rhythm. My father writes about the process behind our family-quest to make this ﬁlm.
My brother wished to be strongly present, yet in a subtle rather than verbal form. The
Figure 4. Lode’s Code, assemblage [02:06–04:17; 07:04–10:40].
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ﬁlm begins and ends with the construction of the ﬁlm that I explored together with Lode.
“Does the camera still work?”, did Lode ask. The camera plays a role too.
Animation ﬁlm has also helped me not to neglect or ignore the presence of data. Being
a ﬁlmmaker entails engaging in an ongoing dialogue with data. Data, carrying agentic
power, have led me somewhere (Benozzo, Bell, and Koro-Ljungberg 2013). The medium
of animation ﬁlm allows for the connection of elements in a non-linear, associative ﬂow.
The bed, for instance, turned magically into a car, which then takes oﬀ, started by the
cat’s spinning engine. One image gives rise to another image. You spin around an axle
of not knowing, you move in a searching position. Benozzo, Bell, and Koro-Ljungberg
(2013,) describe it as follows: “Rather than conceptualize data as potential source of infor-
mation, we are interested in data for what it produces, how it moves and how it can be
lived and sensed by researchers, how data make us as people and researchers.”
I assembled photographs and other visual materials (including Super 8mm ﬁlm
footage) from my father’s collection, sorting them per year, per person, per theme. I
copied the photographs that were appealing to me and I started editing them, making
them more abstract, partly to create more distance, partly to make them aesthetically
richer. The abstract can make the universal shine through. I started playing with my
data (Benozzo and Formenti 2017), the data that were glowing and speaking to me:
“the entangled relation of data-and-researcher” enfolded (MacLure 2013, 228). MacLure
uses the concept of “wonder” in this context: “It is this liminal condition, suspended in a
threshold between knowing and unknowing, that prevents wonder from being wholly
contained or recuperated as knowledge, and thus aﬀords an opening onto the new”
(2013, 228).
Potential (in)conclusion
The language of Lode, his “code”, works as a bridge in our family, connecting things that
are otherwise diﬃcult to talk about it. His—our?—code easily connects with the rhizome
as a concept and a practice. I like to use our own “family words/codes” and the richness of
the creativity that lives in the families themselves. “Come into my machine” is a sentence
that literally comes from the ﬁlm Lode’s Code.My brother Lode is fond of “machines” so the
entrance of the Deleuzian concept “machine”was very interesting to work with. It makes it
possible to emphasise the importance of movement in families. A machine that is not
moving, is “over”-coded. My appreciation of the power of associative thinking sparked
me to play with Deleuze and Guattari’s reference to “over-coding” and the word “code”
which was already part of my ﬁlm’s title and my family’s vocabulary.
In this paper I introduced some keys of our family machine, yet never as tools to explain
how “families with a family member with a disability” function. Rather, this writing is a new
discovery journey to see how the medium of animation ﬁlm can add a new layer to Lode’s
Code and how it can serve as ethnographic research material within the search for what it
means to be human. This way of poetic searching can be very fruitful for the ﬁeld of Dis-
ability Studies to deconstruct static meanings of families with family members with disabil-
ities (Jackson and Mazzei 2012). Families with a family member with a disability are often
caught in deﬁcit-approaches, pinned down to individual categories linked with linear
explanations (Fisher and Goodley 2007; Goodley 2007; Goodley and Runswick-Cole
2012). For me it was an eye-opener to see that a more rhizomatich way of approaching
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and looking at my own family opens up a whole new world. I became more aware of the
sensory character of family life including meaningful places, smells, and sounds. During
interviews, you tend to focus mainly on verbal language and you forget to see how
these spaces intra-act with family life. They are all part of the family machine. Creating
the animation ﬁlm has opened up access to messy spaces where words are inadequate,
searching and researching moments in richly contextualised ways. It zooms in and
zooms out. It makes it possible to take time to look deeper over and over again to discover
new layers. The end product, as far as there is “an end”, is a time-frame of the family
machine. Ambivalently it is a document that can be used to discuss the family machine
within the frame of images and sounds, yet without residing to labels. It captures
without ﬁxating.
Working with animation ﬁlm and the poetic language allowed me to embrace multi-
layeredness of the family machine. Images and poetry have the power to create and
trigger diﬀerent meanings that are all are playing at the same time. For example, “the
house” refers in my ﬁlm to safety and stability but simultaneously it can refer to geting
stuck and feeling imprisoned. The tree that becomes a spine and helps to support the
family machine, but which can also be very rigide. I intend to avoid dualistic patterns of
thought that splits people into “disabled” and “non-disabled”. My research emphasises
the intra-actions of codes between family members instead of pinning someone down
with an individual “disability” code; it wonders how sometimes a “disability” becomes
an ability and how an ability becomes a disability. What else is a family than numerous
connections melting the binaries of normal/abnormal, able/disabled (Barad 2007)? It
was fascinating to explore the multilayeredness of all the diﬀerent members (human
and non-human) by re-making this family machine together.
The family machine strands on a line of ﬂight. I love the nomadic character that Dan
Goodley (2007) ascribes to families. Family machines may need grip and certainty, but
their safe, created world can be set in motion by tiny cracks. To allow for a nomadic exist-
ence as a family, it is important to embrace these cracks rather than avoid or get rid of
them as soon as they appear. The cracks enable the machine to move. Allowing uncer-
tainty to exist for a while, things that go against codes and might be accompanied by
sadness, shame, or guilt. Only when emptiness is welcome, something can enter the
machine which was unthinkable in a previous structure: “It enables the family to discover
new connections and possibilities, to construct and reconstruct themselves and their
world over and over” (De Schauwer et al. 2016, 17).
Is this research science or art? A more interesting angle than this binary question can be
designed by thinking of these two worlds as “entangled”. Cross-fertilisation compels both
worlds to re-invent themselves: the world of science opening up to the artist and the world
of artists expanding its circuit wider than the arts. The most enthralling ideas arise from
splits and lines of fractures in paradigms. Art opens up a multitude of possibilities. This
mix of two worlds gave me the freedom to create an atmosphere that allowed me to
share what is diﬃcult to tell with traditional research: aesthetics, warmth, tragedy,
shock, and humour all found a home. Both research and arts are about risk-taking. We
never know where they will lead us. Together they can crack linear thinking and make
room for fantasy and the unknown. Like a mystery train, they take us on a journey and
we do not know where we will end up. We dare to fail. The window of the train gives
us a focus on the world, but never a ﬁxed image that we can fully grasp.
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